I. Introduction
Head and neck cancer is a broad term that includes carcinomas (95% fall under squamous cell) of the head and neck region [1] . It constitutes around one third of the whole cancer incidents in India, with nearly 2 lakh new cases reported every year [2] .
Problems encountered by people with head and neck cancers
People with head and neck cancer experience psychiatric symptoms and disorders at greater rates than in other cancer patients [3] .They have to put up with several kinds of problems like discoloration of the skin, mucositis, disfigurement, dysphagia, drooling, dryness of the mouth, trismus, speech impairment, tube feeds etc that leads to social withdrawal, isolation and sexual problems [4] . They experience functional impairment, decreased quality of life, psychosocial changes and decreased social interactions because of the centrality of the diseased area [5] [6] [7] . Such deficits may exist for years regardless of treatment success [8, 9, 4] . As a result the patients are dependent on their family caregiver [10] .
Impact of Care Giving on Care givers
Care givers are the core part of long term health care [25] . They impart 55% of active care to the patient at home and during hospitalization [37, 38] . Studies have discovered that cancer affects all their domains such as their physical, psychological, social, financial and spiritual well being [11] [12] [13] [14] , thereby making them secondary patients [15] . It is more profound for caregivers of head and neck cancer patients because of the prominent location of the disease affecting the prime organs necessary for daily living (food consumption, breathing and communication). Therefore these patients would be more dependent on their care givers because of which they would need help from health care providers to sustain their role [16] . Research has established that cancer patients and their care givers have an interdependent relationship [17] . Therefore, the more the health care professional help caregivers, the more the patients would be benefited [18] . Research has also indicated that caregivers experience high level of burden, strain and distress while caring for an ill family member [19] [20] [21] and alleviating it has important social and economic benefits [22] . It can be achieved through interventions.
Interventions for care givers
Interventions are the helpful change strategies that are recommended and imparted by health care clinicians to alleviate the burden of care giving [23] . They are designed to enable the caregivers to become more competent, confident and skilled and in turn enhance patient care [15] . Literature has shown that family caregivers have participated in intervention programs which have focused exclusively on improving patient outcomes like symptom management with less attention towards their needs [24] . Therefore interventions must be based on caregiver assessment which identifies their problems, needs, resources and strengths [25] . Studies have revealed that caregivers have psychosocial needs which must be addressed in order to maintain their health and provide the best possible care to the patient [26] .
A qualitative study on twenty-five caregivers of brain tumor patients had found that caregivers provided extraordinary uncompensated care involving significant amount of time and energy for months or years, performing tasks that often hindered all the spheres of their life. They had to constantly solve problems and make decisions as the care needs changed. But, however they felt untrained and unprepared as they struggled to adjust to the new roles and responsibilities. In addition as their focus was on the patients, their needs were neglected [27] .Therefore studies have proved the need to develop effective interventions to meet their needs from the diagnosis to end of life so that they can maintain their own health and impart best possible care to the patient [26] [27] [28] [29] [30] . Thus this study is aimed to develop psycho educational intervention program for caregivers of head and neck cancer patients based on their needs.
Scope of this paper
This paper is relevant in the present scenario because head and neck cancer is on the rise owing to the changing life style [31] , increased use of tobacco, alcohol and oral sex [32, 33] . Secondly it takes a toll on the caregivers of head and neck cancer patients because of the location of the disease, side effects of the treatment and enhanced five year survival rate of the patients (50% and above) [3] . Therefore health care professionals have attempted to understand the concept and impact of care giving and have designed interventions to ameliorate their negative impact. But most of the intervention studies were from the west with caregivers of people in the palliative stage of the illness and with caregivers caring for patients at home. It has also proven that Indian intervention studies on caregivers of head and neck cancer patients are relatively limited. They experience high level of stress and burden during the initial phase of the treatment and thus there was the need to develop appropriate interventions [7, 34] . Hence this paper is an attempt to develop Psycho educational program for the family care givers of people with head and neck cancer, during the initial phase of hospitalization and undergoing curative treatment.
II. Methodology 1.1 Research Design
An exploratory research design was used to assess the feasibility of the psycho educational intervention program. In the same study both qualitative and quantitative methods was used. This is called as mixed methods research [35] . Qualitative and quantitative data was collected after delivering the intervention modules.
Operational definition of Care Giver
In this study caregiver is defined as any family member (male or female), above 18 years and below 70 years, related through marriage or blood (Spouse, Parents, Siblings, Children or in-laws) and who imparts unpaid care (physical, psychosocial support) to people with head and neck cancer during the hospitalization.
Sampling and Sample Size
The universe of the study was 40 caregivers of head and neck cancer patients admitted in Vydehi Institute of Medical Sciences and Research Center. It was a small number and therefore, all of them who met the inclusion criteria were included. Using survey method 30 caregivers of head and neck cancer patients were selected. One patient did not have a caregiver, one caregiver was not willing to participate owing to personal problems, 5 were illiterate, one caregiver was reluctant to leave the patient and come for the intervention program and 2 were old patients.
Tool for data collection 2.3.1. Cancer Care Givers Needs Assessment Interview Schedule
It was a self developed, standardized, semi structured interview schedule. The first part of the tool was used to elicit the socio demographic profile of the caregiver and clinical details of the patient. It consisted of 108 items. The dimensions were Informational Needs (27 items), Psychological Needs (28 items), Family Needs (12 items), Social Needs (8 items), Financial Needs (13 items), Personal Needs (10 items) and Spiritual Needs (10 items). Each item was scored on a three -point Likert scale. The scoring assigned was as follows: never -0, sometimes -1 and always -2 points. The internal consistency of the tool was established using Cronbach's Alpha. The alpha value was 0.899.
Interview Schedule to test the Feasibility of the intervention program
It was a simple, non standardized, self developed tool, used to assess the feasibility of the intervention program. It consisted of 10 items with yes/no answers. The items were as follows: 
Data Collection
The purpose and process of the research was explained to the care givers who met the inclusion criteria and signature was taken on the consent forms. Data was collected from 30 caregivers of people with head and neck cancer using interview schedules and in depth interviews.
Statistical analysis
Percentage and mean scores of total needs was calculated to analyze different requirements. Higher the total score, greater was the need. Percentage was used to assess the Psycho educational intervention program. Analysis was done using SPSS soft ware. Content Analysis was used to analyze Qualitative data.
III.
Phases of Intervention 3.1. Phases in the development of the psycho educational intervention program 3.1.
Phase-I: Assessment of Psychosocial Needs
The needs of Caregivers of head and neck cancer were assessed by using the Cancer Caregivers Needs Assessment Interview Schedule. It was constructed using in-depth interviews and focused group discussion with the care givers, extensive literature review, discussion with experts and experience of working with them. It was a standard tool. Data was collected from 30 care givers of patients with head and neck cancer. The data was coded, entered in SPSS and analyzed. The Needs of the Caregivers of People with Head and Neck Cancer based on the Total Scores were as follows:
Total Needs: Social needs were the highest (81%) followed by financial need (65%), psychological Needs (63%), informational needs (56%), personal needs (55%) family needs (50%) and spiritual need (50%). *Higher the score, higher the need. The main aim was to understand their needs and develop a psycho educational intervention program for care givers of people with head and neck cancer based on it.
Phase -II: Developing the intervention Program
The intervention program was developed based on the needs of the caregivers using literature review, discussing with the experts, experience gained from clinical practice and discussing with the caregivers. Expert guidance was sought before and after developing the intervention program with prior appointments. A street play was developed in the local language "Kari Neralu Karagidhaga" for the rural caregivers and recorded. It was used to clarify myths like cancer is a non communicable disease, questions pertaining to causes, disseminate information on the signs and symptoms, stages of the disease, modalities of treatment, Do's and Don'ts and the importance of being compliant to the treatment and facilities imparted by the government.
Phase -III: Validating the intervention program
The intervention program was framed and given to 10 experts in the field. Based on their feedback the changes were incorporated and two modules were added one on Spirituality and the other on Medical Management of the Illness, after which ethical clearance was obtained.
Phase -IV: Data Collection for the main study
In this stage, caregivers who satisfied the inclusion criteria were selected as the sample group using survey method. The purpose of the research and the intervention program was explained to them and consent forms were signed. Depression, Anxiety and Stress Scale (DASS-21) [36] was administered to rule out cases of depression. It was followed by 6 sessions of intervention program. Post test was done to assess the feasibility of the intervention program using self constructed interview schedule and in depth interviews.
IV. Psycho-educational intervention program
It consisted of 6 modules. The duration of each module was 1-2 hours. Module -1: The goal of this module was to enable the care givers to acknowledge their self worth, recognize their needs and develop a care giver plan to meet them. Module -2: The goal was to enable the care givers of head and neck cancer patients to identify the stressors and learn strategies to cope with it. Module -3: It aimed at enabling the care givers to understand the disease, stages, treatment modalities, side effects and the precautions to be taken. Module -4: This module was an extension of the previous module which aimed at enhancing the knowledge of the care givers on the medical management of the illness like handling tube feeds, type of nutrition, techniques in managing tracheotomy tube, maintaining hygiene, managing side effects of the treatment, Do's and Don'ts, what to expect and when. Module -5: It enabled the caregivers to explore their meaning in suffering, their meaning of life and address their spiritual distress. Module -6: The aim of this module was to facilitate the care givers to identify their daily problems and equip themselves with Problem Solving Skills (Pearlman) that could be used.
V. Findings

Clinical Details of the Patients
The Mean age of the patient was 51 years, 77% of the patients were female and 23% were male. All of them suffered from Head and Neck Cancers and were hospitalized. They were in the initial phase of curative treatment.
Description of the Caregivers based on their socio demographic profile
The Mean age of the caregiver was 34 years. 60% of the caregivers were male and 40% were female. 70% of the caregivers were the children of the patients, 27% were their spouses and 3% were parents. Most of the caregivers were school dropouts (40%), 30% completed SSLC, 20% were educated up to PUC and 10% were graduates. Most of the caregivers were employed (63%). The percentage of unemployed caregivers were 30% and 7% were students. Majority of the caregivers were farmers (58%), the percentage of skilled laborers were 32% and 10% were businessmen.57% of the caregivers were married and 43% were unmarried. 12% had no children, 18% had one child, 29 % had 2 children, 29% had 3 children and 12% had more than 3 children. All the caregivers and patients were from the rural regions of Karnataka and they were below poverty line. They had a Below Poverty Line card and therefore the treatment cost of the patients was covered under Arogya Vajpayee Scheme. 
Quantitative assessment of the psycho educational intervention program
All the care givers of people with head and neck cancer said that the intervention program was useful, easy to understand, interesting and it must be implemented in all the hospitals. 87% of the care givers said that the content was adequate while 13% said that they needed more information. 97% of the caregivers wanted more number of sessions and the remaining 3% said that the number of sessions was adequate. All the caregivers said that their needs were met. When asked whether the program disrupted care giving, 57% said no and the remaining 43% said yes but yet they said the program was beneficial and so it must continue. All the care givers said that they were able to practically implement the program in their daily tussle with care giving. 
Qualitative assessment of Psycho educational intervention program
Majority of the care givers said that after the intervention program they overcame the fear of contracting the disease, myths were clarified, did not feel stigmatized and were willing to talk openly about the disease with others. They felt empowered, were able to understand that there was no specific cause for the disease. They were able to deal with the side effects of the treatment and did not panic especially when forced to face the side effects of chemotherapy. Their anxiety had decreased and they were able to take care of the patient well. They made up their minds to inculcate healthy life style habits and become change agents in their society. The study also depicted the following: Acknowledging self worth: The care givers understood that they are an important person in the process of care giving and so they took care of themselves. They had their food in time and rested whenever it was possible which they were not doing prior to the intervention. Acceptance of their limitations: They said that they were able to ask for help. Earlier they felt guilty to seek help and felt it was not right. Seeking family support: The care givers realized that the other family members also need to take the responsibility of caring for the patient and so they took turns in caring for them. De-stressing: The caregivers tried to bring out some humor in their situations. For example, a female patient was refusing to eat because her mouth was bitter after chemotherapy. During this period her spouse wasn't there. He had gone to the village to sell his crops. The other caregivers started to tease her by telling that she was fretting for her husband and only what he gives her will be sweet and not what they give her. This made the patient laugh and she ate to avoid being teased. Most of the caregivers said that they took a walk to the park in the hospital campus to de-stress themselves along with the patients and spent time talking with the others. Social support: It was strengthened. For example one caregiver said that because of the social support, he was able to leave his patient (spouse) in the care of the other care givers in the ward and go to his village for three days. He was able to harvest the vegetables and sell it. Thus he made a profit. Another care giver, a student was able to leave her mother in the care of others and take up the examination. They helped her by taking her mother for radiation and meeting all her needs. Interactions with the patient: The care givers shared the daily sessions with the patient. The interaction between them had improved drastically because earlier they were scared that it was a communicable disease. After the intervention program, there was enhancement in patient care, nutrition and hygiene of the patients. Patients did not panic when they had to face the side effects of the treatment as they and the care givers were aware and prepared for it. Patients said that the program was beneficial to them. Street Play: All the caregivers said that the street play was useful for them and said that it would be more useful for the illiterate caregivers. It had prepared them to think and provoked them to ask more questions. They also gave their names and said that they wanted to be a part of the street play.
VI. Discussions
It is obvious from the literature review and needs assessment that care givers had several needs and it must be addressed through interventions. This study supports this fact as all the caregivers said that the intervention program met their needs. However there was a need to further explore to what extent it was met. It also depicts that stigma, social isolation, stress, lack of support and personal limitations could be overcome through group activity as people with similar problems shared a common platform, ventilated, shared their experiences, helped each other and learned from each other. As a result the negative impact of care giving could be ameliorated. Literature has shown that decreased social activities would result in caregivers perceiving less support and becoming more involved in care giving disrupting their personal lives [26] . But, the present study showed strengthened social support and enhanced personal care after the intervention. They were also able to attend to their family needs by taking turns in care giving. The patient care was also enhanced as their fear of contracting the disease was overcome. They were able to make decisions as they had adequate knowledge about the disease.
VII. Conclusion
Pyscho educational Intervention Program was effective in meeting the needs of the caregivers. The care givers were equipped to encounter the unforeseen problems, handle situations skillfully, make decisions, cope with the crisis, were able to seek family support and social support, maintained self care and imparted timely and proper care to the patient. Therefore intervention programs for caregivers of other types of cancer must be developed and implemented. There is a need for rigorous studies on the effectiveness of the program with a large population size. Further studies must be carried out to find out whether it ameliorates the negative impact of care giving. Multi -component interventions could be used, for example psycho education along with counseling or cognitive behavioral therapy. Mixed interventions could also be incorporated in the intervention program i.e. combination of individual and group activities. There is also a need to see whether interventions delivered in the early and middle stages of the progressive disease are more effective than those delivered to caregivers in the later stage of the disease.
Future Challenges
In India, the health care professionals must recognize the needs of caregivers and understand the importance of developing such intervention programs, implementing and training others. The biggest challenge would be to motivate them to accept and include the care givers into the caring team. Another hurdle would be mobilizing resources for the program.
